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The International Community of Women
Living with HIV North America (ICW-NA)

ICW-NA 
Call to Action

ICW-NA advocates for

improved access to 

information about sexual

and reproductive health

and rights along with

more research and 

implementation of 

evidence-based 

programmatic interventions

to ensure that women

living with HIV in North

America receive accessible,

culturally appropriate,

non-discriminatory care,

treatment, and support

that takes into account

the varied and layered

lived experiences of

women living with HIV.

ICW-NA is a regional network of ICW

Global accountable to its membership

of women living with HIV in Canada

and the United States. ICW-NA shares

the global vision of a world where all

women living with HIV live free of gender

oppression, realizing and claiming our full

rights inclusive of sexual, reproductive,

legal, social, economic and health rights.

ICW-NA exists to lead efforts to secure

and improve the quality of life for women

living with HIV in North America. We do

this by mobilizing, organizing, advocating,

mentoring, and raising consciousness

on the issues and policies that directly

affect our lives.

This policy brief represents our

overview of the current state of the

sexual and reproductive health and

rights of women living within Canada

and the United States after review of

published literature, current statutes, and

policies and an unpublished survey of

our membership. Issues among women

living with HIV in Canada and the

United States are similar, although 

demographics, cultures, structures, and

policies differ between the two countries.

Our membership survey, conducted in

November 2015, confirmed that ICW-

NA members consider the sexual and

reproductive health and rights of

women living with HIV as critical 

issues in both the United States and

Canada. The topics of sexual and 

reproductive health and rights are very

broad. It is not our intention to fully 

expand on each topic, but rather 

provide a snapshot of the issues in

North America.

Women living with HIV in the United States
and Canada

Women living with HIV in the United

States and Canada are ethno culturally

and socio economically diverse and 

include women of all ages and lived

experiences who are heterosexual,

lesbian, bisexual and transgender. 

According to the Centers for Disease

Control in the United States, approximately

one in four of about 1.2 million people

living with HIV are women. Heterosexual

contact accounts for 84% of all new

transmissions among women. An 

estimated 88% of all women living with

HIV in the United States are diagnosed,

leaving 22% who are unaware of their

status. Black/African American and Latina

women continue to be disproportionately

affected by HIV, compared with women
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of other races/ethnicities.  Despite living

in a resource rich country, only 45% of

women living with HIV are engaged in

care with 32% having achieved the

gold standard of HIV viral suppression.

The Public Health Agency of Canada

(2014) reports an estimated 16,880

women living with HIV, accounting for

about 22.4% of Canada’s total. About

21% of all people living with HIV do not

know their status. However, this data

is not disaggregated by sex. Women

in Canada account for about 23.2% of

all new diagnosis including 79.2%

reported through heterosexual contact,

and 20.8% attributed to injection drug

use. Among new transmissions in Canada,

women who identify as black (36%)

and those who are First Nations, Inuit,

and Metis (31%), are disproportionately

affected by the epidemic than other

races. More women (8%), than men

(5%) in prison are living with HIV. More

women living with HIV in Canada 

report that they are in care than women

in the United States. Additionally, 56%

of women say they are currently taking

prescribed HIV drugs compared to

75% of males in Canada.

Global Sexual and Reproductive Health
and Rights for all Women

The World Health Organization defines

Reproductive Health as “a state of

complete physical, mental and social

well-being, and not only the absence

of disease” or illness, related to the 

reproductive system and its functions

and sexual health as “the enhancement

of life and personal relations, and not

only with counseling and care related to

reproduction and sexually transmitted

diseases.”i ii

Reproductive rights include “the rights

of couples and individuals to decide

freely and responsibly the number and

spacing of their children.”(WHO) It
also includes the right to have the 

information, education, and means to

reach “the highest standards of sexual

and reproductive health, and to make

decisions about reproduction free 

of discrimination, coercion, and

violence.”(WHO) 
Regarding sexual rights, all women,

including women living with HIV, have

the right to decide freely and responsibly

all aspects of their sexuality. Sexual

rights include women’s rights to protect

and promote their sexual health and to

“be free from discrimination, coercion

or violence in their sexual lives” and all

sexual decisions. Additionally, women

have the right to “expect and demand

equality, full consent, mutual respect,

and shared responsibility in sexual 

relationships. Sexual rights include

rights to sexual expression and 

pleasure”.(WHO)

ICW-NA 
Call to Action

ICW-NA urges the 

implementation of family

planning and sexual

health programs for

women living with HIV

that emphasize the

rights of women to make

informed choices about

their reproductive lives,

encourage healthy 

sexuality. 

abab

ICW-NA demands the 

inclusion of the meaningful

involvement of women

and girls living with HIV

at all levels of policy and

program development in

areas that affect our 

reproductive and sexual

health and rights.

“…all women, 
including women 
living with HIV, have
the right to decide
freely and responsibly
all aspects of their 
sexuality.”

ICW-NA Policy Brief, 
Sexual and Reproductive 
Health and Rights for 

Women Living with HIV 

December 31, 2015



3

Advances in HIV treatment have had

a significant impact on mortality and

transmission (to a child or partner) for

women living with HIV in North America.iii

A woman diagnosed with HIV today

can expect to live close to normal life

expectancy.iv This new era of life with HIV

is very different from the death sentence

first imposed by such a diagnosis. HIV

treatment has dramatically reduced the

risk of HIV transmission during pregnancy

(vertical transmission) to less than 1%,v

and the likelihood of transmission to a

sexual partner reduced by as much as

96% vi.  Considering the relatively new

prospect of living well with HIV, women

and girls are attempting to live their

lives to the fullest including finding and

maintaining satisfying relationships

and fulfilling reproductive and sexual

desires and intentions.vii Despite

tremendous gains in medical research

and interventions, women living with

HIV in North America continue to face

social and structural obstacles to

achieving sexual and reproductive

health and rights. The barriers are

many and complex including gender

inequities, healthcare provider and

policymaker bias and HIV stigma which

is compounded by racism, classism,

immigration status, stigma towards

women who use drugs or alcohol and

women who have experienced violence,

incarceration, and sex work. viii

For women living with HIV, their

rights to reproductive and sexual health

as described by WHO, are undermined

by stigma leading to discriminatory

and uninformed policies and practices

throughout North America.ix These

practices aim to limit, constrain, or

criminalize sexual and reproductive

choices for women living with HIV 

including denial of fertility services, lack

support for pregnancy and criminalization

of sexual activity. Further, there is limited

literature regarding non-biomedical

factors related to well-being. Positive

Women’s Network USA identifies a

lack of research in areas such as self-

perception, body image, and self-

esteem; disclosure; sexual and emotional

satisfaction in relationships.x Failure to

address these issues through research

and integrated programming is in itself

an infringement on the rights of women

living with HIV to achieve optimal sexual

and reproductive health. Issues related

to fertility desires and decisions along

with biomedical interventions such as

Issues of reproductive health, vertical

and horizontal transmission, and 

gynecological care including contra-

ceptive choices, have biomedical and

clinical solutions, and have received

more research attention.

A member survey of more than 120

women living with HIV in the USA 

was conducted and published by the

Positive Women’s Network USA in

2013 to determine the Sexual and 

Reproductive Health and Rights issues

most affecting women in the US provides

further incite that there is little attention

paid to issues of well-being and complete

health. A smaller, unpublished poll of

22 ICW-NA members indicated that

women need more information about

their sexual and reproductive health

and rights as well as information about

recourse for rights violations. xi

Sexual and Reproductive Health and Rights
for Women Living with HIV in North America

ICW-NA 
Call to Action

ICW-NA encourages more

research and availability

of female-controlled barrier

methods and microbicides.

abab

ICW-NA recommends

improved screening for

cervical cancer among

women living with HIV.

abab

ICW-NA supports 

research, documentation,

and litigation around

human rights abuses

against women living

with HIV—for example,

forced sterilization or

abortion or denial of

SRHR services;
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In the North American context, at

first, glance it would seem that all

women have access to basic sexual

and reproductive health care. Both

Canada and the United States have

high levels of expertise in sexual and

reproductive health including HIV.

North America also boasts some of the

most modern medical centers and 

programming for women’s health in the

world. Despite the advantage of living

in countries that are considered wealthy

and well serviced by global standards,

women living with HIV continue to 

experience obstacles in achieving 

optimal sexual and reproductive

health. Barriers to accessing available

services include refusal of service by

health care providers, geographic 

distance from healthcare centers, lack

of insurance, limited or unavailable

transportation, immigration status and

gender inequities including abusive 

relationships which limit a woman’s

ability to exert her rights to access

health care.xii

Women and girls who identify as 

lesbian, bisexual, or transgender are

further stigmatized by heterosexism,

homophobia, and transphobia. Many

lesbian and bisexual women do not 

receive appropriate prevention information,

care, or support because care providers

do not consider them to be at risk.

However, activities such as sex with

men, sex trade work and injection drug

use remain risk factors for lesbian 

and bisexual women.xiii Women who

identify as transgender often do not 

receive appropriate care due to lack of

knowledge and transphobia by health

care providers.xiv

Access to Sexual and Reproductive Health
Care and Information

Cervical Cancer Screening

In Canada and the United States

most women, about 85% receive regular

Pap tests to screen for cervical cancer.

However when considering women 

living with HIV are more likely than other

women to acquire HPV and cervical

dysplasia greater efforts are required

to ensure women receive screening

services.xv.xvi Reduced access to exist-

ing healthcare settings often results in

failure to obtain necessary information

and screening for cervical cancer and

sexually transmitted diseases as well as

female-controlled tools for prevention of

HIV transmission, unintended pregnancy,

and safe conception. Additionally, for

some populations of women including

First Nations, Inuit and Metis women

in Canada, and immigrant women in

Canada and the United States, access

to biomedical interventions and 

information is not culturally appropriate

or universal. Women in remote 

communities must endure extreme

hardship including travel and removal

from their communities and traditional

customs to access appropriate care.xvii

ICW-NA 
Call to Action

ICW-NA supports 

community-based

awareness campaigns to

address gender inequalities

and promote a woman’s

right to control what 

happens to her body and

to enjoy satisfying sexual

relationships, or to

choose not to have sex.

abab

ICW-NA supports all 

efforts to repeal laws

that criminalize the 

non-disclosure of HIV.
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The World Health Organization 

recognizes healthy sexual activity and

satisfaction as essential rights of all

women. However, often women living

with HIV are not sexually active or 

satisfied. There is very little research

in this area, but what we do know that

only about half of women living with

HIV are sexually active. For women

who are dissatisfied with their sex lives,

HIV stigma, the threat of criminalization

and challenges for disclosure and 

negotiating healthy sexual activity appear

to be to blame.xviiixix

Until recently, the fertility desires of

women living with HIV to have children

are often absent in policy and guide-

line documents in Canada and the

United States. Canada has produced

standalone clinical practice guidelines

for pregnancy planning in the context

of HIV. xxThese guidelines serve to 

assist health care providers and women

living with HIV plan safe and healthy

pregnancies. Until guidelines were 

developed and released, women living

with HIV in Canada often faced refusal

of services, discouragement from

pregnancy and other human rights 

violations. Unique to these guidelines

is the community based approached

used to develop them. This multi-stake-

holder approach to policy development

is encouraged by ICW-NA to ensure 

relevance of the guidance documents

and policies.xxi Since the Canadian

guidelines were published in 2011, the

US has developed similar guidelines for

pregnancy planning which emphasize

the importance of discussing family

planning with all people living with HIV.

Despite the existence of guidelines

for pregnancy and pregnancy planning,

two babies have been born with HIV in

Saskatchewan Canada in 2015, and a

third is under investigation.xxii In

Saskatchewan, the concentrated, 

escalating epidemic is exacerbated 

by multiple forms of stigma and 

inequitable access to health care by

First Nations, Inuit and Metis women.

Clearly, this is an indication that 

more effort is needed to reduce new

transmissions during pregnancy and

improve access to sexual and 

reproductive health services and 

information.xxiii

Sexual Activity and Sexual Satisfaction

Pregnancy Planning and Pregnancy

“…multi-stake-
holder approach

to policy 
development is
encouraged by
ICW-NA…”

ICW-NA 
Call to Action

ICW-NA supports the 

efforts of its sister 

community-based 

organizations in Canada

and the United States to

improve the sexual and

reproductive health of

women living with HIV

and to regain our right to

healthy, satisfying sex

lives.
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Access to unforced, legal and safe

abortion and sterilization, free of 

coercion, are issues of importance to

all women. However, studies in both

Canada and the United States have

shown that women living with HIV 

are more likely to have unintended 

pregnancies than other women, 

increasing the importance of access to

legal and safe abortion. xxiv Women 

living with HIV are also more likely 

to be sterilized. On a positive note, 

unintended pregnancies, abortions, and

sterilizations among women living with

HIV have declined since the availability

of antiretroviral HIV treatment. xxv

While research shows that women

chose to be sterilized and terminate

pregnancies more frequently before

the advent of effective HIV treatment,

what is not clear is the influence of

provider bias and level of coercion that

existed at the time or today.xxvi

Access to abortion varies both between

and within Canada and the United

States. In Canada, abortion has been

legally unrestricted in since 1988.

Under the Canada Health Act, abortion

is defined as a medically necessary

procedure. Provincial health care, 

regardless of where a woman lives, or

whether she receives an abortion in a

clinic or a hospital. However, each

province has specific regulations 

regarding the timing of abortions and

where they can be performed (clinics

or hospitals). For women living in rural

communities, appropriate abortion

services may not be available in their

communities. Women must travel

great distances to receive care which

can be a financial, emotional, and

physical burden.xxvii

In the United States, abortion is a

politically charged issue. Although the

landmark Roe v Wade case granted

access to abortion by the Supreme

Court, States are responsible for 

administering health care and have

greatly restricted women’s access to

legal abortion. Restrictions are on the

increase with more than 280 on the

books with multiple constraints in

some states. Restrictions range from

waiting periods, circumstances of 

impregnation to medical necessity 

and restricting access to facilities to

abortion providers.xxviiiCurrently, 14

states require a waiting period that 

requires women to make two trips to

the abortion site. For many, as with

Canadian women, the additional 

burden of travel can limit access to

services. Lobbying is ongoing to 

ensure better access to abortion for all

women.xxix

Abortion and Sterilization

ICW-NA 
Call to Action

ICW-NA encourages the

use of “people first” 

language and use of

less stigmatizing 

language when 

discussing HIV and

AIDS issues.

“ICW-NA 
seeks to ensure 
the meaningful 
involvement of

women living with
HIV in the 

development of
policies and 

programs designed
to serve them.”
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For Women living with HIV in

Canada and the United States

progress has been made towards

achieving sexual and reproductive

health in the biomedical context. 

Advances in treatment have allowed

women to have healthy pregnancies with

less than 1% chance of transmission

of HIV to the fetus. These same treatment

advances have also improved the 

outlook for sexual health with the 

introduction of treatment as prevention

and pre-exposure prophylaxis (PreP).

However, most interventions are public

health focused aiming to reduce both

vertical and horizontal transmission

with little consideration for other aspects

of well-being such as enhancement of

life and personal relationships and

complete physical and mental health.

Women-centered research through

the Canadian HIV Women’s Sexual

And Reproductive Health Cohort Study

(CHIWOS) projectxxx and the United
States The Women’s Interagency HIV

Study (WIHS) have provided a good
starting place to gather further data

which is relevant to improving the 

sexual and reproductive health and

rights of women living with HIV.

ICW-NA seeks to ensure the meaningful

involvement of women living with HIV in

the development of policies and programs

designed to serve them.

Current Response

ICW-NA 
Call to Action

ICW-NA seeks to ensure

the meaningful involvement

of women living with HIV

in the development of

policies and programs

designed to serve them.
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